The silence of the evening is broken only by the crunch of my footsteps on the ice below. A blanket of whiteness covers the ground, the horizon silhouetted by the leafless trees. The sky is a cloudy white, illuminated by the traffic lights and local businesses surrounding the perimeter of the tree line. There are Christmas tree lights illuminated in the homes too, house lights ablaze as dinner approaches. I imagine the homes filled with families, welcoming home for the next few weeks those who have returned from school or are home for the Christmas break. I imagine moms busy in the kitchen, brothers and sisters laughing in the living room or bickering over the TV channel. I imagine my own children in front of the fireplace in the family room. Anna in her sweats from the tournament games that day, Joe in his Bulldogs shirt, and Hank sweaty from a winter's workout at St Patrick's. I see myself arriving home, the work days a bit shorter as we wind down to our Christmas celebration as a family, awaiting the arrival of family members near and far. I imagine my arrival, punctuated only by the overly affectionate greeting that I get from our dog, who never ceases to be happy when I arrive back home. A greeting from Susan and a greeting shouted to my children in the living room, an unenthusiastic but normal response acknowledging my presence. We sit down to eat as a family in the relaxed and sometimes careless fashion that families do, never imagining that we would not be together, taking for granted the warmth and joy of each other's company. Individuals all, yet bound together by sibling and parental ties, conscious of our closeness despite the occasional rudeness at the dinner table.
And then it returns. That sickly reminder that all is not the way I still imagined. That one of us is absent, my oldest son removed from life by nature, cruel and unforgiving. His laughter only a distant echo, the million memories we shared, but his promise unfulfilled, his legacy left for us to shape and keep alive. The lights still burn for families, intact, removed from our nightmare. For them, the dinner table awaits still. Into the winter whiteness I walk.
Although we are just over 4 years removed from his death, his loss is felt deeply every day. No matter what I do in life or have done, my greatest accomplishment and blessing is/was to be Hank's dad and dad to Anna and Joe. Like any parent, you want to protect your children from harm, teaching them the safe way to do things, encouraging them to think before acting recklessly. Cancer follows its own rules, despite a parent's best efforts. For those of you who know little about his course and journey, I offer the following.
Although Hank received a diagnosis of acute lymphoblastic leukemia (ALL), the most common of childhood leukemias, he developed a very rare subtype in early November 2006. His subtype, known as hypodiploid ALL (HALL) occurs very rarely (and is thus not researched or funded) and typically has a very low survival rate-20%-30% with chemotherapy alone. Because of this prognosis, the unanimous medical recommendation for Hank was that he undergo a bone marrow transplantation immediately after his initial heavy course of chemotherapy. Unfortunately, neither his younger brother nor sister were matches for him (a 25% chance). He had a 9-in-10 match from an anonymous 27-year-old male donor from Germany. Hank began the transplantation regimen on his 14th birthday, 9 March 2007, at Children's Hospital of Wisconsin. He did quite well, even returning to graduate with his 8th grade class at St Mary of the Woods in May, and to his spot as captain for his traveling baseball team, the Edgebrook Bulldogs, by June.
Hank had a great summer and was doing well medically. Unfortunately, over Labor Day, after he had begun high school at St Patrick's, he experienced a relapse. His odds of long-term survival decreased to ,10%. Hank underwent additional chemotherapy, which wiped out his new immune system, and he eventually contracted a rare and deadly invasive fungal infection known as zygomycosis at the end of September. He refused to quit, despite overwhelming odds against survival. By the end of October, although still sick, he came home to his family. After another bone marrow transfusion after Thanksgiving in Milwaukee, Wisconsin, the fungal infection reemerged, and Hank died unexpectedly of a cerebral hemorrhage on 14 December 2007. More than 2000 people came to his wake, and more than 1000 to his funeral. St Patrick's retired his football jersey, number 41, and his baseball jersey, number 9.
Hank was the last kid who you would expect to get sick. He was not the greatest athlete in any one sport, nor was he the greatest student. He was not the biggest or strongest kid in his class. However, he was undisputed as a leader on the football field, on the baseball diamond, in his school, and in the neighborhood. (He was also far from perfect!) Two days before he received a diagnosis of cancer, he was still playing on offense, defense, and special teams for St Mary's in the semifinals of the Greater Catholic Chicagoland Football Conference, despite excruciating back pain that the doctors assured us was musculoskeletal. He withstood the devastating treatment of his outpatient chemotherapy and the horrors of the bone marrow transplantation without complaint. Most amazing to me, he never expressed concern that his cancer could return. He accepted what had happened and began making preparations for the rest of his life.
As a result of his death, many of our close friends, including a number of his baseball and football coaches, approached us about forming a foundation in his honor to remember him and, perhaps, provide hope for others similarly afflicted. Hank had told my wife, Susan, after he experienced relapse, that he just wanted to grow up and find out why this happened to him, so he could prevent it from happening to other kids. Out of this pledge of his, we formed the Henry Schueler 41&9 Foundation.
Since our formation in 2008, which has largely been funded by personal contributions from the Edgebrook/Sauganash communities in Chicago, Illinois, we have endowed a $100 000 scholarship at St Patrick's High School. The scholarship is awarded on a financial need basis to a junior or senior baseball and/or football player who is nominated by his coaches and who best exemplifies Hank's spirit and athletic and academic excellence. Our first winner was coincidentally a classmate of Hank's at St Patrick's and both a football and baseball player from our neighborhood who had played with and against Hank in both sports during grammar school.
In addition, our small foundation, in cooperation with Partnership for Cures, has funded the first genomic analysis of HALL, led by Dr Charles Mullighan from St Jude Children's Research Hospital and Dr Steven Hunger from Denver Children's Hospital. This project will complete a gene analysis of samples from patients with 3 different forms of this rare leukemia to confirm genetic differences that could lead to new treatments. Although it is still early in the analysis, the investigators are encouraged by their initial findings.
Our foundation also sponsored, in cooperation with Partnership for Cures, the first United States-based International Conference on Zygomycosis, chaired by Dr Thomas Walsh, Director of the Transplantation-Oncology Infectious Diseases Program at Weill Cornell University Medical Center in New York. Out of this inspired conference in January 2010 comes the research that forms the basis for this medical journal supplement.
None of this would be possible without the love and support of our many friends and family and our community. The board of directors of our foundation, our friends, my colleagues, Hank's coaches, the fathers and mothers of Hank's friends, Anna's coaches, Joe's coaches, and the father and mothers of Anna's and Joe's friends, have surrounded us with love and support to fight on Hank's behalf. Hank never quit a game early, and he never quit fighting his disease. These friends who comprise our board helped instill that attitude in him when he was on the playing fields and are determined to carry that fight forward in his absence.
Because of those who rallied behind him and us when Hank received his diagnosis, rejoiced with us when he recovered, cried with us when he experienced relapse, stood vigil with us as he teetered between life and death, thrilled with us when he declared that he would not die and then came home, and finally grieved with us when he died, we live, and yes, Hank lives, to carry the fight forward in his honor for future children who are also destined to face this nemesis and other life-threatening cancers. And because of them, we assembled some of the foremost experts in the world who voluntarily came to Hank's hometown of Chicago in the middle of winter to brainstorm on the best medical approach to a fungal infection that cruelly and silently took his eyesight and then his life. Because of Hank and because of them and those who prayed for Hank, supported us with meals and friendship, and/or donated money to a fledging foundation that grew from a neighborhood in northwestern Chicago, this international team of experts comes together now S6 d CID 2012:54 (Suppl 1) d Schueler in Hank's honor to provide the latest and most authoritative research to the medical infectious diseases community at large.
Yes, 14 December 2007 is the day that Hank died. Nothing will ever change that. However, it is also the day that inspired the seeds of a gift of life for others.
To Dr Tom Walsh, I offer my gratitude and the gratitude of my family for caring enough to fight for Hank when he was sick and then to offer a bewildered and saddened father compassion and kindness that transcended the hundreds of miles between us. Hank was not just another patient for Dr Walsh in life or in death, even though Dr Walsh never set eyes on Hank. It is because of his vision and selflessness that we were gathered together in January 2010 and are now producing this journal supplement. Although this is a scientific and medical publication in name and content, it is led by a physician who never forgot that it is being published only because of the tragic loss of a young man, who was a son, a brother, a friend, and a teammate.
I thank each and every one of you who have contributed to this journal, who left your families and the comforts of your home to travel thousands of miles to Chicago in winter to share your time and expertise with others who share your pedigree and your passion to treat and, hopefully, eradicate a disease that attacks bodies when they are most vulnerable. Your work here in this journal and in your practice is done for the innocent children and adults whose life journeys may require that they, too, face these health challenges and who will never have heard of Hank Schueler. May your work individually and as a forum be blessed and guided to find better and more-effective treatments to this disease. May all of you who read these pages give thanks in some small way for a young man whose memory has inspired this scholarly endeavor.
With thanks, The Schueler Family-Matt, Susan, Henry, Anna, and Joe 
